STP Alumni Newsletter

The Follow Up Study Update

Starting in August 1999, we began enrolling former
Summer Treatment Program (STP) families in the
follow up study. As most of you know this is a long
term study, and we will see families once a year for
four years. To date, we have conducted initial
interviews with almost 350 families. There are a total
of 500 families from the STP who are eligible to
participate. If you haven’t heard from us, or haven’t
been in to see us yet, please call Tracey Wilson at
(412) 624-5625 as soon as possible.

We have also interviewed 240 teens and young adults
who have never had ADHD-related difficulties so we
can compare development over time in the two
groups.

Wave 2 Begins!

In December, we began interviewing families for the
second time, and have completed 350 Wave 2
interviews with STP families so far. We are in the
process of scheduling Wave 2 visits for families who
had their first study visit in the Summer or Fall of
2000. If we saw you last Summer or Fall, you can
expect a phone call from a member of our staff in the
very near future to schedule your Wave 2 visit. If you
have moved or changed phone numbers since we
saw you last, please call Joanne Bethune at (412)
624-4633 to give her your updated information!
Everyone will be happy to hear that the Wave 2 visit
is significantly shorter than the initial visits were!
Once again, families will be paid for participating in
the study, and we continue to offer interviews seven
days a week, morning, afternoon and evening to
accommodate your busy schedules.

See Study Update continued on Page 2

INSIDE THIS ISSUE.......

* Important information from the Surgeon General
* Classroon Success ldeas

*JAMA article regarding stigma and ADHD

The Surgeon General held a conference last
September entitled “Children's Mental Health:
Developing a National Action Agenda.” Its purpose
was to focus attention on the sad state of affairs that
exists with respect to mental health services for
children, including those with ADHD. Dr. Pelham
was one of 50 invited participants in the planning
meeting held for the conference, as well as one of
300 invitees for the conference itself. The conference
was prompted by concern that even though one in ten
children in the U.S. suffer from a mental health
problem, only one in five of them receive treatment,
and much of the treatment they receive is
inappropriate—that is, not scientifically studied and
based. In addition, as you know, there has been a
great deal of attention focused on the use of
medications in childhood—particularly stimulant
medications for young ADHD children, and the
Surgeon General held a conference on this topic last
October, at which Dr. Pelham was an invited
presenter and attendee. The purpose of these
conferences was to raise public awareness of
childhood mental health, to uncover problems in the
mental health system related to children, and to
improve the types of and amounts of services
provided to needy children with mental health
problems, including ADHD. The conference
summary stated that by the year 2020, childhood
mental health disorders will be one of the five most
common causes of morbidity, mortality, and
disability among children, clearly highlighting the
importance of developing effective and available
mental health services for children and adolescents.

After a total of five days of presentations, several
goals of an action plan for children’s mental health
were developed. These were:

1) Promote public awareness of children’s

mental health issues and reduce stigma
associated with mental illness.

See Surgeon General continued on Page 2
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Surgeon General, Continued

2) Continue to develop, disseminate and implement
scientifically-proven prevention and treatment
services in children’s mental health.

3) Improve the assessment of and recognition of mental
health needs in children.

4) Eliminate racial/ethnic and socioeconomic disparities
in access to mental health services

5) Improve the infrastructure for children’s mental
health services, including support for scientifically-
proven interventions across professions.

6) Increase access to and coordination of quality mental
health services

7) Train frontline providers to recognize and manage
mental healthcare issues, and educate mental health
providers about scientifically proven prevention and
treatment services.

8) Monitor the access to and coordination of quality
mental healthcare services.

Much of the emphasis at the meeting was on the fact that the
majority of mental health services provided to children are
not evidence-based or scientifically proven. This may come
as a surprise to our readers, who might think that all
treatments that are offered by mental health providers are
scientifically proven. Fortunately for the readers of this
newsletter, the ADHD Program at WPIC always used only
scientifically-proven interventions such as parent training,
school interventions, the STP, and stimulant medication. In
contrast, it is estimated that 80% of children treated for
ADHD receive treatments that not only have no scientific
basis but simply don’t work at all. These include a variety of
medications, herbal remedies, biofeedback, chiropractics,
dietary interventions, and individual talk therapy.

Dr. Pelham has co-chaired a Task Force of the American
Psychological Association that is working on this issue,
attempting to increase the use of evidence-based treatments
among psychologists, and he recently presented to a task
force of the American Academy of Pediatrics that is working
on evidence-based practice guidelines for treatment of
ADHD.

Hopefully, the Surgeon General’s Report (available at
http://www.surgeongeneral.gov/cmh/default.htm) will
stimulant professionals—psychologists, social workers,
educators, and physicians—as well as the public to lobby for
and enact changes that will improve the mental health system
for ADHD children and adolescents, as well as children with
other mental health problems.

Study Update, Continued

Wave 3 Right Around the Corner

Beginning in September, we will start our
third annual interview with families. Stay
tuned for more details.

We continue to gather a tremendous amount
of valuable information from all of the
families who participate and believe that this
study has great potential to contribute
significantly to what is known about ADHD
in adolescence and young adulthood. We
couldn’t do any of this without all of you
who have been so generous with your time
and energy to participate in the project.
THANK YOU!

Study families by STP Year......
’93 is still in the lead!

Think big thoughts, but

relish small pleasures.
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STIGMA reprinted with permission, JAMA

William, the youngest of four children, the only son
and much wanted, was born at a relatively easy time in his
parents’ lives. Graduate school was behind them, careers
established, the mortgage no longer burdensome, and their
three girls were doing well in school. They settled into a
semi-rural community in the northeast, where they felt
comfortable and had many ties of family and friends.

From age 2, William was a problem. At first it was
hard to pinpoint. He was always darting back and forth and
fidgeting. He did not seem to listen or even to hear. Unlike
his sisters, he could not sit through a bedtime story. His
sleep was irregular, gradually leading to all-night sojourns:
his jumping, banging and crying kept everyone awake. He
took to throwing his toys out the window to watch them
break.

At age 6, the problem extended to school. First, he
was labeled impatient. Later, his interrupting, failure to
follow directions, banging into other children, biting when
he was angered, and lack of inhibition about taking others’
possessions led to multiple consultations and periods of
suspension. William did poorly in school, but not because
he lacked ability. His numerous IQ tests put him in the
normal range, but he simply could not sustain
concentration, pay attention to detail or follow instructions.
He made mistakes or just did not complete assignments. He
was described by professionals as “[having] poor
emotional control,” “can’t attend to things,” “doesn’t
appreciate others’ concerns,” and “has had no peer
relationships ever.” Put simply, he had no friends and
never had.

At 14, William was finally suspended from school
because of his “odd” and inappropriate behavior. He was
considered dangerous to his classmates. Since by law all
children are entitled to education, he was assigned a Marine
sergeant, who met him in the library each day for tutoring.
William’s problems were difficult to diagnose. He had
accumulated an 11 year history of attention
deficit/hyperactivity disorder before his illness reached a
crescendo. But he had also received diagnoses of paranoid
schizophrenia, autism, psychosis, Asperger disorder,
oppositional defiant disorder, conduct disorder, and
obsessive-compulsive disorder, over the course of his
parents’ search for a treatment.

The family context relevant as background was
uneventful. His sisters thrived, the oldest winning full
scholarships to three lvy league schools, the second
following, and the third still in high school, popular,
successful and active in sports.

William’s clinical course remained also
uneventfully bad, but stable enough through ages 9 to
14. He received “state of the art” treatment for his
confusing and evolving condition: medication,
counseling, tutoring, family therapy. The parents
worked with several very caring physicians who kept
young William on a functioning course. At age 14, his
psychological symptoms took a more sinister turn and
could no longer be maintained on his medication
regimen. He became combative and physically
dangerous at school and home. But, let his mother tell
their story:

“During the year [1998] when he was
experiencing extreme distress, | had trouble getting
any treatment for him all. The insurance refused to
okay the full-scale diagnostic evaluation | wanted to
have done at a university facility out of state that
specialized in diagnostic perplexities of childhood.
But they refused to admit him for evaluation even to
the local regional psychiatric hospital. He was
admitted to a psychiatric hospital finally, because |
brought him there [an hour from home], on a day when
he had seriously hit me and his sister, and we had
visible marks. At the hospital, William also was
verbally defiant and uncooperative with the screener.
Yet it did lead finally to access to insurance-paid care.

“Once William was admitted to the psychiatric
hospital, he did not stay very long. | was called on a
Friday morning and told to take him home, because,
given that he had not hit anyone or threatened anyone
for 24 hours, he was no longer a threat to himself or
others, and not covered by insurance. He received
neither a diagnostic workup nor treatment. On
Saturday night, when he injured me again, I called the
police, and they took him to the police station in
handcuffs. A social worker interviewed me at the
station and agreed that my son should be sent back to
the hospital. On Monday, a judge met at the hospital
with me, my son, a lawyer appointed for him, a social
worker, and a hospital doctor and confirmed the
readmission. | was billed for the social worker at the
police station and the social worker at the hospital
setting. The insurance company refused to pay for the
‘services’ because | had not sought preauthorization. |
had just called the police. The insurance company did
ultimately pay for the hospital readmission [only after
the hearing with the judge].

“In seeking treatment for my son’s psychological
problems, I was frequently considered as the source of
these problems:
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STIGMA, Continued

‘He is out of control because you need to be
firmer with him” (when a retired Marine was unable to
control him), “‘He is honcompliant because you have
insufficient structure in your home’ (when his siblings
are model citizens). ‘He is a problem because you are
too focused on him’ (when clearly his problems were
not going to go away by themselves). My attempts to
provide evidence of paying too much attention to his
problems: “You need to get a life” (when my son
require constant supervision).

“In 1999 William’s problems took an entirely
new course. William became alarmingly pale and was
brought to the emergency room of a regional hospital.
When the doctor looked at his blood test, she saw
possible evidence of abnormal white cells and told me
that there was a chance he could have leukemia and
that a larger hospital needed to do a bone marrow
biopsy. Based on past experience, | assumed that the
case would have to be made to the insurance company
for preapproval and that there would be a long wait.
Instead, she said that, in his condition, William would
be taken immediately by ambulance to a larger
hospital, and the test would be done immediately. This
turned out to be the case. Within a few hours, acute
lymphoblastic leukemia was diagnosed, and the next
day, he had a central line [Hickman catheter] installed,
and his chemotherapy began. The insurance paid for
the doctors, the ambulance, the tests, the chemotherapy
without an argument.

“My son’s cancer was not considered as
something that was “‘cured’ and no longer insurable
whenever he was symptom-free for 24 hours. He had
regular treatment and tests. When the tests showed
relapse, he was immediately hospitalized and treated.

“In participating in the treatment for my son’s
cancer, | was appreciated as a source of continuity and
record in a teaching hospital where the on-floor
residents and on-call hematologists change by the day
or week or month. Since I spent virtually 24 hours at
his hospital bedside, | was with him more continuously
than anyone else. They knew they could count on me
when they were treating one aspect of his condition, to
remember the other. It was never suggested that | was
overly concerned with his condition or his illness. It
was recognized that a child’s life-threatening illness is
properly a parent’s central concern.

“Among the professionals who dealt with my
son’s psychological illness, | frequently encountered
irritation and threats aimed at him (‘If you don’t shape
up or ‘I’m really having a problem with you today’),

as if his psychological problems were subject to his
direct control. In the 15 months of cancer treatment, |
have never heard a nurse or doctor express any anger or
irritation with my son for the symptoms of his illness.

“The attitudes of the people not engaged in
treating my son also reflected a difference between those
who knew him as psychologically disturbed and those
who knew him as a leukemia patient. For the mentally
ill at the regional hospital, there are no volunteer visitors
or “Smile Buddies” (college students who visit patients
on a regular or temporary basis), as there are for cancer
kids. Cancer patients are seen as brave fighters
deserving of anything one could do for them:
entertainment (glee club concerts, puppet shows),
Halloween candy, prizes and treats. The mentally ill are
lucky if their families come to visit them. In fact,
families are discouraged and visits limited, given that
they are the ‘prime suspects’ for the cause of the
problem.

“When my son was diagnosed with leukemia, |
did not know much about the disease or its treatment.
Most of my reading and research had been dedicated to
his psychological problems. | did not know that the
disease could manifest itself suddenly and I did not
expect the bone marrow biopsy to yield a positive result.
| assumed instead that the test would show that he had a
mysterious condition, of unknown but suspicious origin,
and that I would spend the next year trying to investigate
and to seek diagnosis and cure, all the while dealing
with multiple questions about myself. When | heard that
William had leukemia, | was comforted---in the midst of
the bad news---by the knowledge that, this time, there
was a clear explanation for what was wrong, and a clear
treatment plan, and that I could learn to be part of the
solution instead of being considered as part of the
problem. No one has accused me of causing his cancer.”

William has just been discharged from the

teaching hospital, which is 100 miles from home, two
months after bone marrow transplantation. He was
discharged from the first psychiatric hospital not when
he was better, but when his insurance benefits ran out.
To avoid infection, he is completing a 3-month
posthospital seclusion period in a hotel affiliated with
the hospital. His mother stays with him. His condition
is monitored closely. He was able to get a blood
transfusion last week promptly when his hemoglobin
fell. He will return home shortly and must remain out of
school for medical reasons for 1 year. He will receive
home tutoring. He had been discharged from the
psychiatric hospital and psychiatric care not because he
is mentally better, but because the buck has been passed.
He still has the psychiatric problems, somewhat subdued
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STIGMA, Continued
by listlessness caused by the leukemia and its treatment. As his strength returns, so have his problems.

I told this mother’s story to a dinner companion, who has an autistic son. He provided an epilogue. Autistic
children look, act and talk strangely. They have stereotyped body movements---clapping, rocking, and posturing.
Family excursions were a nightmare. My friend’s wife was reprimanded by strangers for not being able to control
their son. The boy was stared at and ridiculed. These inventive parents, fed up with the situation, bought a
wheelchair to take him about. The family was now asked about their child’s disability. They were praised for
their tolerance of his physical hardship and for their courage and the son for his bravery. Same parents, same
child, different view. Stigma at all levels. These are true stories.

Obviously better understanding of William’s underlying psychiatric condition leading to treatment is
needed, but this is not unique to his condition. A full diagnostic evaluation at a facility specializing in his
psychiatric problems may have been followed by more effective treatment. Even if no fully effective treatments
were available or accessible, an evaluation could have had a salutary effect. By authoritatively labeling this boy
as having a particular type of brain disease, the mental health workers might have been less likely to blame the
mother for a child whose behavior was out of control. Fortunately state law required free and appropriate
education up to the completion of high school. Since he could not attend regular school, the educational system
authorized his admission to a residential school where the staff began to develop a program tailored to him.
Unfortunately, this was just weeks before his leukemia was diagnosed.

For his psychiatric condition, the legal system helped William get emergency care and the educational
system provided his longer psychiatric care. The medical system took care of his leukemia. If there were parity
for psychiatric disorders, this inequity might not have occurred.

Myrna M. Weissman, Ph.D. Reprinted with Permission
New York, NY JAMA, January 17, 2001—Vol 285, No. 3
“Copyrighted (2001), American Medical Association”
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A normal
adolescent

isn’t a normal
adolescent

if he acts normal.

-- Judith Viorst
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Important Study Phone
Numbers!

Brooke Molina (412) 383-9895
Tracey Wilson (412) 624-5625
Heidi Kipp (412) 624-0939
Joanne Bethune (412) 624-4633

To change or schedule a study
appointment, please call 624-4633.
The answering machine is checked
7 days at week.

Don't be called
Out on strikes.

Go Down
Swinging!!!

Classroom Success in a Nutshell
by Trea Graham, Advo-Kid

In a nutshell, the ADHD student is most successful when
he/she has access to the resource room. Therefore, | submit that
the student is best served if he/she is identified as eligible for
special education. This student does need specially designed
instruction. Here is the core formula for success.
oThe resource teacher (Learning Support usually) serves as the
“coach” and is the liaison with the regular classroom teachers.

o The student does not go to a regular study hall, he/she goes to the
resource room at least once a day. This allows the L.S. teacher to
organize the student for success.

oThe student uses an assignment book. The degree of intervention
needed really varies. Initially the student’s book must be checked
daily by individual teachers and the coach. You work toward
independence.

eThe coach gets a report from each teacher weekly and mails it
home every Friday. Parents may pick reports up on Friday so the
weekend can be utilized for catch up. There is no penalty if the
work is submitted by Monday of the following week.

oStudent has a self-advocacy annual goal in his/her IEP.

eRegular classroom teachers provided accommodations for the
student and counsel with the L.S. teacher if problems arise.

oThe family has a second set of books at home.

oThe regular classroom teachers supply/provide whatever the
student needs to participate, be it a book, pencil or paper.

The above plan works. The result is that the student
begins to internalize what he/she is practicing. Eventually the
student will be able to “run his own ship”. The most important
element is the staff’s understanding that these ADHD students
must be “patterned for success”. First the adults in their lives
must change, then and only then, will the ADHD student change.

Naturally, each IEP is individual so the above plan must
be modified to meet the individual student’s needs. However, |
can say that every student with whom | have tried this formula
was able, over time, to internalize these skills necessary for life
success.

I might add that OVR has a clear understanding of how
ADHD impairs one’s ability to succeed in life because it provides
monitary support for pre-college and college programs that teach
the skills this plan can teach the student in middle and high school.

It is the rare student who can have no access to the
learning support teacher and resource room and still succeed
academically.

Remember each student has the right to be with students
of like ability. If he/she has the mental ability and inclination to
be in the honors classes, then he/she should be in those classes
with support.
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SUMMER FUN WORD SEARCH

Find the Hidden Words..................
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Vacation
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Brooke Molina, Ph.D.
ADD-STP Program

WPIC
3811 O' Hara Street
Pittsburgh, PA 15213

Name Label Here

Address Correction Requested

STP Alumni News 8



	 
	 
	 
	 
	 
	 
	SUMMER FUN WORD SEARCH 

